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INTRODUCTORY INFORMATION FOR WORKSHOP LEADERS

OVERVIEW

This manual outlines a structured training workshop designed to provide multi-disciplinary 
health professionals with simple skills to help their patients with appearance concerns. 

Healthcare professionals (HP) across Europe commonly report caring for patients who have 
appearance concerns  as a result of an appearance-altering condition, injury or treatment 
side-effects, including craniofacial conditions (e.g. cleft lip and/or palate), burns and combat-
related injuries, skin conditions (e.g. psoriasis, alopecia), surgical scarring or limb loss 
following cancer or meningitis. 

Given their level of contact with patients with disfiguring conditions, HP are well placed to 
positively address patients’ appearance concerns but often lack knowledge and confidence 
to intervene. Research in burn injuries and cancer in the UK shows that giving HP simple 
training and access to specialist resources enables HP to take on this role. COST Action IS210 
also concluded that brief psychosocial training on BID for HP can rapidly improve service 
provision.

Acceptance and Commitment Therapy (ACT) offers a psychological model well suited to the 
needs of patients with a disfiguring condition. ACT focuses on helping patients to lead 
fulfilling lives. It does so by helping patients clarify their personal values, and teaching 
mindfulness skills to manage difficult thoughts and feelings (e.g. appearance-related 
worrying) which often stop people doing things that are important to them. There is also 
growing evidence for ACT’s application for the common psychosocial challenges associated 
with disfigurement: social anxiety, appearance concerns and self-stigma. 

ACT & APPEARANCE DISTRESS 
Defining the patient group 

In the United Kingdom, visible difference has emerged as a popular term to describe a 
physical appearance that lays outside the norm (Rumsey & Harcourt, 2004). This offers a 
more neutral alternative to the medical term disfigurement, which can be associated with 
social stigma (Changing Faces, 2019). Defining the appearance ‘norm’ from which a visible 
difference deviates is also contentious and subject to interpretation. 

We use a more self-explanatory term here: appearance-affecting conditions. By ‘conditions’ 
we refer to any illness, disease, syndrome, congenital anomaly, atypical physical 
development, injury or medical treatment that affects an individuals’ appearance. Some 
individuals are born with an appearance-affecting condition, which may be evident from 
birth (e.g. cleft lip and/or palate, craniosynostosis), or develop later (e.g. neurofibromatosis). 
Others acquire an altered appearance as a result of skin disease (e.g. psoriasis, eczema), 
trauma (e.g. burns, road traffic accident) or surgery (e.g. for cancer). Medical advances mean 
there is likely to be an ever-increasing population of individuals with appearance-affecting 
conditions, as greater numbers survive injury, disease and illness (Williamson et al., 2018). 

Historically, the research community focused on this area has not included obesity, eating 
disorders, physical disabilities or movement disorders within the field of appearance-
affecting conditions, because of their additional level of complexity and established research 
communities already tackling these areas. However, many of the psychosocial challenges 
and intervention components we will go on to describe apply to these conditions to varying 
degrees. 
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INTRODUCTORY INFORMATION FOR WORKSHOP LEADERS

Psychosocial challenges faced by patients with appearance-affecting conditions

In the context of a society heavily invested in appearance, individuals with an unusual 
appearance can be at risk of developing psychological and social difficulties (Shepherd et al., 
2018). 

Many report social discrimination and intrusive attention. For children and young people this 
may come in the form of teasing, bullying and social rejection (Feragen et al., 2015). Adults 
commonly describe strangers staring, asking questions or making comments about their 
appearance, and/or avoiding their physical proximity (Kleve & Robinson, 1999; Ryan, Oaten, 
Stevenson & Case, 2012). 

Psychological difficulties have been reported across a range of appearance-affecting 
conditions and age groups in at least 13 European countries; these include social anxiety and 
avoidance of feared social and public situations, body image dissatisfaction, shame and self-
stigma, depression, generalized anxiety, low self-esteem and poor quality of life (Appearance 
Research Collaboration- in Clarke et al., 2014; Dalgard et al., 2015; Montgomery, Messenger, 
Norman & Thompson, 2016; Osinubi et al., 2017; Randa, Lomholt, Skov & Zachariae, 2018). 

Some patients with appearance-affecting conditions live with symptomatic health problems, 
which may change over time (e.g. psoriasis), involve chronic pain (e.g. lipoedema) or itching 
(e.g. keloid scarring), require long-term treatment and decisions about treatment (e.g. cleft 
lip and/or palate, neurofibromatosis), or provide threat to life (e.g. cancer). These patients 
must also face the many psychological challenges associated with such conditions, which 
extend far beyond appearance concerns. 

Psychosocial challenges faced by family caregivers

Family caregivers, typically parents, are heavily involved in the care of children and young 
people who have appearance-affecting conditions.

Parents can experience psychological challenges in adjusting to their child’s appearance, 
including anxiety concerning how their children will be treated by friends, family, other 
children and the public, and hypervigilance to other people’s reactions towards their 
children (Hlongwa & Rispel, 2018; Rumsey & Harcourt, 2005). 

Parents can fear or avoid social or public situations (Klein et al., 2006). Additionally, 
qualitative research in the UK suggests that some parents of children with cleft lip and/or 
palate may develop unhelpful parenting strategies as a result of these anxieties, becoming 
overprotective of their child (Stock et al., 2019).  

In caring for their child’s health condition, parents take a primary role in making decisions 
about medical intervention (e.g. surgery in cleft lip and/or palate; Jeffery & Boorman, 2001), 
and managing care at home (e.g. caring for burns scarring post-hospital discharge; Heath, 
2018). This is additional pressure and responsibility when parents may already be dealing 
with feelings of loss, guilt (e.g. over not preventing a burn injury) and anger regarding their 
child’s condition (Heath et al., 2018).

,
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Introducing Acceptance and Commitment Therapy for this group

Acceptance and Commitment Therapy (ACT) was developed in the 1990s by US-based 
researchers and applied psychologists (Hayes et al., 1999). ACT is concerned with supporting 
individuals to act with greater intention and clarity in a way that leads them towards a more 
meaningful and rewarding life. For this reason, ACT is read as the word Act, rather than 
letter-by-letter (A-C-T). 

The psychological mechanism that promotes such life-enriching behavior in ACT is called 
‘psychological flexibility’. This describes an individual’s ability to focus on their present 
situation with openness and awareness, and choose to adopt behaviours that helps them 
live in accordance with their personal values (Hayes et al., 2006; Kashdan, 2010). Three 
interdependent therapeutic tools are utilized in ACT to promote psychological flexibility: 
value clarification, mindfulness, and committed action. 

Value clarification

In order for people to understand what is meaningful to them, i.e. rewarding, ACT invites 
individuals to clarify their values via verbal representations. Values refer to what individuals 
consider to be the most desirable characteristics of life, towards which they would ideally 
like to focus their energies. Values answer the question “What do you want your life to be 
about?” Examples include ‘family’, ‘kindness’, ‘ambition’, ‘courage’, and ‘loyalty’. Individuals 
select their own values, or if they prefer, a list of values may be offered from which to 
choose. 

Once an individual clarifies their values, these can serve as a guide, or internal ‘compass’ to 
direct individuals’ behaviour in a valued direction. Values can inform both the planning of 
value-oriented goals, and decisions about how best to act at any one moment. For example, 
a patient with burns scarring who holds a value of ‘friendship’ may set a goal of meeting an 
old friend, despite feeling worried about how their friend may judge their appearance. 
Alternatively, if the patient were to spot an old friend while walking locally, they could bring 
their ‘friendship’ value to mind when deciding whether to approach and greet the friend, or 
avoid them (Zucchelli et al., 2018). 

Patients with appearance-affecting conditions can become focused on appearance and how 
others respond to their appearance (Appearance Research Collaboration, 2014). Asking such 
patients to carefully consider which values matter to them should therefore help them 
reconnect with values that may have become neglected due to preoccupation with 
appearance and help to broaden their aspirations beyond appearance concerns (Stock et al., 
2019).
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Mindfulness

Mindfulness has been defined as the capacity to pay sustained attention to one’s present 
experience, with an attitude of openness and acceptance (Bishop et al., 2004). The subject 
of this attention could be any internal experience: physical sensations, emotions, thoughts, 
sounds, sights, smells or taste. 

Two aspects of mindfulness are of particular interest in ACT. The first has to do with 
thoughts. Thought fusion describes the tendency to interpret thoughts as facts and act upon 
them as if they were (Hayes, 2006). For example believing the thought ‘I’m too ugly to be 
loved’ may stop the individual engaging in relationships. There are specific mindfulness 
techniques that target this process: learning to observe one’s own thoughts and recognizing 
thoughts as just as language constructions that may or may not be true. In doing so, patients 
are able to mentally detach themselves from the thoughts, or defuse from them.  

Some distressing thoughts may actually appear objectively true for people with an 
appearance-affecting condition, for example, “People are staring at my skin” or “I look so 
different to everyone else here”. Defusion does not involve trying to disprove such thoughts, 
it encourages a more detached relationship to the thought, so one gains more control over 
how to act. This allows one’s decisions to be determined more by values, and less by the 
content of thoughts. 

The second central ACT concept is experience avoidance. This refers to a natural human 
coping style of trying to avoid, get rid of, or change painful internal experiences (i.e. 
emotions, thoughts etc.), even when doing so ultimately impinges quality of life (Hayes, 
2006). Experiential avoidance is maintained via the immediate relief associated with 
reducing the intensity of painful internal experiences, such as the relief gained by leaving a 
feared social situation (‘negative reinforcement’ in behavioural psychology terms; Kent, 
2000). In sum, gaining short-term relief can prevent gaining long-term quality of life. The 
more an individual can practice paying attention to their internal experiences in an open and 
accepting way through mindfulness training, the more control they will have in choosing 
how to act when painful internal experiences do arise. This includes making the more 
‘difficult’ choice when it aligns with one’s values, rather than seeking immediate relief by 
avoiding a situation.

Thought fusion and experience avoidance combine to cause avoidant behaviour. Therefore 
developing experience acceptance and thought defusion via mindfulness training helps to 
develop more flexible responses to situations. For example, an individual with an 
appearance-affecting condition who is fused with the thought “People are staring at me” at 
a party which is of value to them to attend, would be more likely to focus attention on the 
thought as a fact, and this would likely cause them to feel anxious and self-conscious. A 
tendency towards experience avoidance would then increase the likelihood of them leaving, 
to get rid of anxiety. Alternatively, if they had developed stronger cognitive defusion, they 
may be less preoccupied by the “People are staring at me” thought, and more able to enjoy 
the party. Equally, if they had cultivated a degree of experiential acceptance, they would be 
able to manage any anxiety or self-consciousness that does arise, and stay at the party that 
is important to them.
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INTRODUCTORY INFORMATION FOR WORKSHOP LEADERS

Committed Action

Values give a sense of direction for behaviour, and mindfulness skills help to stay with any 
painful internal experiences that may follow from valued action. However, to engage in a 
pattern of value-driven behaviour in the long-term, it is very helpful to set clear goals. To 
extend the metaphor of values as an internal compass, goals represent destinations that 
align to those values; one can achieve and ‘check off’ goals, whereas values endure. For 
example, a mother of a new baby with cleft lip and palate may set a goal of introducing her 
child to her friends despite fears of how they will respond, based on her value of ‘connecting 
to friends’ (which may be used to set further goals). 

Goals may come in the form of short, medium and long-term goals, and work best when 
specific, measurable, achievable and time-limited (Michie, 2014). Psychological barriers are 
likely to arise from pursuing more challenging goals, which can be addressed through 
mindfulness skills including experience acceptance and defusion.  

Depending on patients’ level of need and health professionals’ resources, ACT can be 
delivered via individual therapy sessions by suitably trained psychological practitioners (e.g. 
Bacon, Farhall & Fossey, 2014), in manualized group programmes facilitated by health 
professionals (e.g. Williams, Vaughan, Huws & Hastings, 2014), short educational workshops 
(Pearson, Follette & Hayes., 2012), or self-help materials (French, Golijani-Moghaddam & 
Schroder, 2017). 
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PEDAGOGICAL WORKSHOP INFORMATION 

• Target group

• This workshop has been designed for multidisciplinary health professionals. Trainees 
are not required to have any prior experience of ACT or of supporting those with 
appearance concerns. 

• Size of group

• We recommend workshop sizes of between 9 and 15 individuals.

• Use of this manual 

• The manual contains photocopies of the powerpoint slides that are delivered 
throughout the day with accompanying text that can be read aloud by the trainer 
and guidance on how to run group sessions and tasks. 

• Materials needed to run the workshop

• This manual 

• Copy of the ACT Now PowerPoint slides.

• Computer and Projector able to play videos and with sound facility.

• Access to the internet to play internet-based videos.

• Copies of the PRE and POST ACT Now quizzes, and an information sheet and 
consent form, for the trainees to complete individually. These can be found in this 
manual (screens 72-80) and copied. 

• Copies of the Trainees’ Workbook. These can be found on screens 81-110 of this 
manual and copied. Give each trainee a workbook.

• Participants need a pen and paper.
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SESSION 1
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Welcome to the ACT Now training day, designed to help patients cope with 
appearance-related psychosocial concerns that result from a condition or injury that 
has affected their appearance. The training is designed for working with adult patients 
from age 16 and above. I would like to begin by getting to know each other better or 
even just refresh our memories about details about one another. My name is …. and I 
am your trainer for the day, I am a ….
Can each of you tell us your name, your speciality and something no one in the room 
knows about you.

Throughout the day, you will learn new information and skills, watch training videos 
and practice techniques to use with your patients. In session 1, I will introduce you to 
the ACT Now project and ask you to complete a brief quiz. Don’t worry about the quiz, 
it’s anonymous, used only to help us improve the workshop.  I will remind you how to 
use communication skills to encourage your patients to share any appearance 
concerns, and introduce the psychosocial difficulties experienced by patients with 
appearance-affecting conditions. I will then introduce Acceptance and Commitment 
Training, or ACT. This is the psychological model we will be using to support patients. 
In session 2 we address the common myths about appearance concerns, discuss ways 
to identify those who may be struggling and provide specific techniques to help you 
talk about appearance with your patients. In sessions 3 and 4 we focus on how you can 
use the ACT model in everyday practice to help patients. Finally, I’ll direct you to other 
resources you can use with patients, ask you to repeat the quiz, and reflect on the  day.

9



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

Any questions before we move on?  Trainer: any questions that you are unable to 
answer, make a note and tell the trainee that you will consider over a break and get back 
to them.

This workshop is part of the two year ACT Now project, funded by the European 
Commission, Erasmus + initiative. Representatives from 9 European countries have 
worked together to develop a training workshop that will share innovative techniques 
with health professionals so that they, in turn, can help patients with appearance 
concerns.
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The project has 4 stages. First, Health Professionals from different disciplines and 
specialities were surveyed to identify what support and guidance they would like to 
address patients’ appearance concerns. This informed the content of the training in 
stage 2. We are currently at stage 3, piloting the training in 5 countries and getting 
your feedback. Feedback will help us evaluate and improve the training in stage 4, 
before we deliver it more widely.   

So what did health professionals tell us they wanted from this training? Trainer read 
speech bubbles
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This workshop hopefully provides health professionals with what they want and need. 
To be sure, we need your feedback so we can learn from your experiences and optimise 
the programme. We will ask for your detailed feedback tomorrow but to start with, we 
would like you to complete the Act Now quiz. Please read the information sheet and 
check the box in the consent form.

Remember that it is anonymous and to help us we would really appreciate it if you 
responded as truthfully as you can to the questions. You do not have to spend long 
answering the questions, we recommend you take no longer than 5 minutes.
Trainer: provide each trainee with information sheet, consent form and Pre ACT Now quiz 
(screens 73-77 in your manual). 
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Thank you for completing the quiz.  We have a full programme of training ahead that 
we hope you’ll enjoy, but before we start let’s talk about what we expect from those of 
us taking part. Trainers and trainees find it helpful if we all agree on some ground 
rules for the day’s training.
Trainer read bullet points on slide.

But ultimately, we want you to get the most out of today’s training. The approach 
we’re teaching requires active participation and the more you can bring yourselves 
into the exercises, not just as professionals, but as whole people, the more you will 
benefit. This may take you out of your comfort zone, but it will be worth it, as this is 
often where the magic happen! 
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We have provided you with a workbook to accompany this workshop. It has details of 
the exercises you can use with patients and information sheets you can give to your 
patients.  I will refer you to exercises within the workbook throughout the day.
Trainer give each trainee a copy of the workbook

14

We have set very specific learning objectives for the workshop that we would like to 
share with you. By the end of this training you should be able to … Trainer then reads 
bullet points on slide. 
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So now we are ready to start thinking about our communication skills. Good 
communication skills are particularly important to help patients share any appearance 
concerns with you. If you are not already aware, after today you will realise just how 
reluctant patients can be to talk about how they feel about their appearance. So let’s 
remind you of the basics and provide some tips for interacting with patients when the 
topic is particularly sensitive, and we know appearance is a sensitive subject.  First, you 
need to create an environment where the patient feels safe and comfortable to talk 
openly and ask questions.
Trainer read bullet points from slide

15

Trainer read text on slide
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Trainer read text on slide, including the quote from the Dalai Lama.

16

Trainer read text on slide (Answers may include: head down, avoiding eye contact, 
hunched shoulders, hands fiddling)

It is also important to consider the issue of health literacy. Your patients may come 
from a variety of cultural and socio-economic backgrounds and have a range of 
educational experiences. This may affect their level of health literacy. 
Trainer read definition of health literacy on slide
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The World Health Organisation has identified socioeconomic factors that affect your 
patients’ health literacy and therefore their health. For example being unemployed, 
living in a deprived area and having low education. You can see from this image 
(trainer point to image) that patients burdened by these risk factors will struggle to 
achieve the same level of health as someone without these burdens.

17

Trainer read bullet points on slide



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

We do not have sufficient time to discuss the subject of health literacy and the impact 
of social determinants on health in detail, but it is an important area that I encourage 
you to explore further by visiting the Social Inclusion Health care module on the ACT 
Now website. It provides more detailed advice on addressing the needs of those with 
low health literacy. 

18

Let’s now focus on our target group of patients and think about some of the difficulties 
or challenges experienced by those whose appearance has been affected by a disease, 
injury or treatment side-effect.
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I want to start this section with an exercise, you will need a pen & paper. 
This exercise helps us to set the scene and give a us an idea of some of the 
psychological, emotional, and social issues that people with an unusual or different 
appearance can experience. Imagine you wake in the morning and your dominant 
hand is blue. You try to wash it off but the blue is permanent. What would you think 
and feel? You are off to your new job – imagine how you might feel as you shake hands 
with your new manager and colleagues?. 
How you might respond later on, as you go home and touch the person you love, or 
meet someone on a date?. Imagine what might be going through your mind, what you 
might do, feel, how others might react? 
Please think of these situations and write down your thoughts and feelings and how 
you would react and how others would react.
Trainer: After 5 minutes, ask trainees what THOUGHTs might go through their mind (e.g. I 
need to wear gloves, people will notice, judge, might be disgusted), what FEELINGS the 
might have (e.g. anxiety, shame, embarrassment), how they would REACT (e.g. avoid 
shaking hands, make an excuse etc).How would OTHERS REACT? (e.g. curious, ask 
questions, amused, reluctant to touch you, they might try to ignore it). If people are 
more confident dealing with their blue hand, just highlight how people are different in 
their responses.

19

Lots of conditions, treatment side-effects and injuries can affect our appearance. Here 
are a few examples. Take a moment to have a look at the slide.
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Trainer: read text from slide and after a couple of minutes of small group discussion ask 
group members to share their thoughts. 

20

Although we are focusing on the psychosocial difficulties of those with an unusual or 
different appearance it is important that we recognise that even those who look 
normal can be dissatisfied with their appearance. We all live in societies where 
appearance is highly valued, we are all exposed to media, family, and peer pressure to 
meet modern beauty ideals and pressure to change our bodies by dieting,  through 
exercise or cosmetic procedures, if we don’t meet these ideals. Men and women of all 
ages are vulnerable to these pressures. 
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Unfortunately, dissatisfaction with appearance among those in the general population 
is not harmless. Lots of research evidence shows that it can lead to a wide range of 
unhealthy behaviours (including taking up and continued smoking, steroid use to build 
muscles, risky sun-tanning behaviour or in some cultures skin bleaching to make skin 
lighter). It leads to an increased demand for cosmetic surgery, psychological distress, 
and can negatively impact education and work. Individuals can feel reluctant to 
engage in activities that draw attention to themselves or expose their bodies. For 
example putting a hand up in class, working in customer service jobs and engaging in 
sports.  I have shared this information because it is helpful to remember that your 
patients, may be not just be worried about their ‘unusual or changed feature’ but also 
other aspects of their appearance too.  It is also useful to know that the techniques 
that we will teach today can be used with patients whatever their appearance 
concerns.

21

So we’ve established that pressure to look attractive and young is challenging for 
everyone. Now let’s look at the evidence detailing the additional difficulties faced by 
those with appearance-affecting conditions, those who look noticeably different. 
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Research shows that it doesn’t matter what the cause of a difference is, individuals can 
experience common difficulties. 
These include being stared at and asked intrusive questions. Questions can be well-
meaning and out of concern or curiosity rather than malice. But still, people can 
struggle with the loss of social anonymity. Imagine riding on a bus with your bright 
blue hand. In your workbook you will see that we provide you with a handout for 
patients that details ways patients can manage difficult social situations such as being 
stared at or questioned about their difference.

Young people can experience teasing, bullying and rejection by peers and adults can be 
discriminated against in the workplace and social settings. 

For example Carly, on the left, who has a skin condition called ichthyosis was once 
asked to leave a bar because of her appearance, the barman did not want her to deter 
customers. Lucas, on the right, who has a craniofacial condition remembers people 
assuming he had a learning difficulty. Trainer: read quotes.
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Even patients who have no actual experiences of rejection or negative evaluation by 
others may still fear it. Many will have high levels of self-consciousness and social 
anxiety and will enter social situations expecting others to stare, judge them or ask 
questions, or will avoid social situations altogether. Your patient might also be 
experiencing feelings of loss, traumatic stress, self-disgust, shame and anger.

23

We all have days when we cope better or worse with life’s challenges. Your patients’ 
ability to cope with these difficulties can also change over time and in response to life 
events and other challenges. A patient that appears to be coping well one month may 
struggle the next if they have, for example, changed jobs, are moving school, starting a 
new relationship or who have had more appearance-affecting surgery. 
And, as you can see from the rollercoaster image, not everyone responds to 
appearance-related difficulties in the same way. Yes, some struggle with social 
avoidance, low self-esteem, anxiety and depression - but we also find people can 
naturally overcome these challenges, lead the life they want and may even experience 
psychological growth as a result. 
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Carly and Lucas are good examples of individuals who are confident, feel accepted and 
are able to fulfill their aspirations: both have successful careers and fulfilled lives.

It is now time to introduce the acceptance and commitment training approach. Called 
ACT for short. 
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We will discuss this model in more detail throughout the day, for now I want you to 
appreciate that the ACT model simply focuses on how people act, what they do, and it 
helps people do more of the things that makes their life good.  
There are two core skills that help us to do more of what makes life good. Mindfulness 
on the left, and valued action on the right. 
Mindfulness means being aware of and open to internal experiences - by that I mean 
any thoughts, feelings, memories and sensations we experience - even when they are 
difficult and make us uncomfortable.
Valued action means knowing what your values are, what’s important to you, and 
committing to actions that follow your values. Our values, what’s important to us, 
might be  our ‘family’, ‘kindness’, ‘ambition’, ‘courage’, or ‘loyalty’. As an example: If 
loyalty was something I particularly valued, I would choose to engage in actions that 
demonstrated my loyalty.

Trainer read text on slide

25
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Trainer read text on slide

Trainer read text on slide

The key thing to remember is that we all have difficult thoughts and feelings at times, 
it is part of being human. We can’t stop them turning up but we can learn to live with 
them and stop them interfering with want we want to do. Before we proceed do you 
have any questions? 
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If you can identify your own values you will be able to help patients to identify theirs. I 
have a task now to help you identify what your own values. Trainer read slide

Trainer read text on slide
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I think we’re ready to introduce you to our ACT Map. You’ll be using the ACT map when 
working with patients. You have a copy of this map in your workbook.  Don’t worry 
about the detail at this stage, we’ll revisit it throughout the day. As we will build on the 
model slowly through the training, it may be that you don’t understand everything 
immediately. By the end of the day we will have covered everything in detail. (Trainer
click to reveal 1st image) For now, I want you to recognise that when we experience 
difficult situations in life we are often faced with a moment of choice. (Trainer click 2nd 
image) We can choose to act in a way that keeps us emotionally safe but away from our 
values and what is important to us. (Trainer click 3rd image) This can be because we get 
‘hooked’ by difficult thoughts and feelings, which are the disruptive passengers. I will 
explain what I mean by ‘getting hooked’ in a moment. (Trainer click 4th image) Or we can 
choose actions that are towards our values. 
Let me provide an example. My difficult situation might be being invited to present at a 
conference. Difficult thoughts might show up like ‘No-one will want to hear about my 
work’ ‘I’m not experienced enough’ and I might feel anxious at the prospect. But, 
ambition and sharing knowledge are important values to me. Nonetheless if I get 
hooked by the difficult thought, this might lead me to decline the opportunity so I stay 
emotionally SAFE. By choosing to decline the offer I am moving away from what I value. 
In contrast, if I choose to do the presentation I would be acting in a way that is towards 
what I value. The more we choose actions towards our values the more effective richer, 
fuller and meaningful our life is likely to become. (Trainer click 5th image) We will teach 
you skills – knowing your values and mindfulness - to help you help your patients choose 
actions towards their values.

28
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I think this quote from Victor Frankl is a useful one to emphasise how important the 
moment of choice can be: Trainer read quote

29

This video also illustrates the Choice point. 
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Now let’s focus on ‘Getting hooked by thoughts and feelings’.

Trainer read text on slide
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Trainer read text on slide

I have given you lots of information in this session and introduced some new ideas. Do 
you have any questions?

Trainer read text on slide
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Let’s start this session with a short video. If you’ve seen it before please don’t say 
anything. Trainer show video

Hands up if you saw the gorilla? What was this video trying to tell us? Trainer wait for 
responses. Some people will see it, other won’t. When we narrow our focus, and fix our 
attention on one thing, in this example those in white shirts, we stop seeing the wider 
picture, which is why some people don’t see the gorilla. 

34

Welcome back.
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I want to spend some time exploring the idea of fixed attention. This is relevant 
because those who fix their attention on their appearance and the appearance of 
others are MORE LIKELY to suffer with appearance anxiety. With your help we want 
patients to encourage patients to move from having a very narrow focus on 
appearance, to appreciating the benefits of adopting a broader focus that includes 
many other experiences and values associated with a more meaningful life.
In this training workshop we use the symbol of a torch beam to illustrate this. On the 
left the image represents a narrow focus, On the right the image represents a broad, 
softer focus

This video shows us that fixing our attention on perceived threats is instinctive, 
something that has helped our ancestors survive. The problem is that in modern life, 
we no longer just have external threats, like lions, we now have more internal threats, 
difficult thoughts and feelings. For many an unusual appearance can be perceived as a 
threat. Trainer show video.

35
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Trainer read slide. This last point, about expectations influencing our attention, is 
illustrated by some interesting experiments I’d like to show you.

Trainer read slide

36

Trainer read slide
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Let’s move on now to a section on myth-busting! In this section I would like to share 
some research evidence that will increase your knowledge and understanding of 
patients with appearance-affecting conditions and how to support them. We will do 
this by addressing some common myths in this field. Some will be familiar to you 
others may be new.

Trainer read slide
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Trainer read slide

Trainer read slide

Trainer read slide
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Trainer read slide

Trainer read slide

Trainer read slide
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Although health professionals often report they don’t have time to help address 
appearance concerns, it doesn’t take long and can improve outcomes. Many systematic 
reviews, randomised controlled trials and large observational studies have examined 
the impact of supporting self-management for people with long term conditions. 
Whilst the findings of individual studies are mixed, overall evidence suggests that 
supporting self-management can have benefits for people’s attitudes and behaviours, 
quality of life, clinical symptoms and use of healthcare resources.
Plus happy patients are less likely to keep coming back for more medical treatment. 
You may also like to reflect on the cost of not exploring and addressing concerns, for 
the patient, you and  your team.

Trainer read slide. Some trainees may be surprised others maybe aware than individual 
psychosocial factors play a larger role in predicting distress 
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Trainer read slide We will talk more about how to target the last two points in red text 
later today. 

The key thing for you to remember is that we cannot predict who will experience self-
consciousness and who will struggle with appearance concerns just by looking at them. 
Adam on the far end with neurofibromatosis is a confident and successful man despite 
his unusual appearance. The woman at the other end of the scale, with a socially 
defined normal appearance, is very self-conscious and anxious about her appearance. 
This is why it is vital that we ask patients with appearance-affecting conditions how 
they are coping, as part of routine care.
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Trainer read slide

42

So how do we identify patients who may be struggling? Look out for things they SAY 
and things they DO. Firstly, things they say during consultations and in conversation 
that might make you suspicious. For example…
Trainer read examples on slide

Look out for signs in their behaviours, the things they do. 
Trainer read from the slide.
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Here is a reminder of how ‘Actions to stay safe but away from values?’ fits into our ACT 
Map. 

43

Let’s focus now on how to start a conversation with patients about appearance. We 
know from research that this can be difficult and that it’s therefore useful for health 
professionals to have a couple of questions ready.
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Some useful questions are… Trainer read slide 

Here’s a video to show the use of these questions in action. Trainer play video
Do you have any thoughts or questions about this video?  Encourage the group to help 
answer any questions if necessary. 
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We have provided some important points for you to remember when talking about 
appearance. These are also in your workbook on page 4.
Trainer read slide

45

This task is designed to help you practice initiating a conversation about appearance. 
Please get into groups of 3. One will be the patient, one the health professional and 
one the health professional’s coach, they will help the professional when they get 
stuck. 
If you are the patient, you can think of a personal experience of  an appearance-
affecting condition or draw on your experience of a patient. Before you start, tell the 
health professional what condition or event you are thinking of, to provide them with 
some context. Each take it in turns.
Trainer
If any trainees are concerned about doing a role play, the trainer can suggest they take 
the ‘coach’ role in the first round. During the task, observe the groups, noting anything 
they are struggling with and offering suggestions by drawing on guidelines in previous 
slides. After the task, ask each group to volunteer one observation about their 
experience. Share anything you noted when observing the groups practice. Involve the 
class if feedback raises challenges such as ‘but my patients always tell me they are OK 
when I know they are not’. 
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Trainer read slide

Trainer read slide
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We will now have a go at using the ACT map using two case studies.

Trainer read slide . Please turn to page 5 of your workbook where John’s case study is 
written. 

Please turn to page 6 of your workbook. We are now going to look at the ACT map to 
help us work with John to identify his  difficult situation, the actions he takes to stay 
safe but away from his values and the hooks or reasons for staying safe. Don’t worry if 
this feels difficult at this stage this is the first time you’ve used this tool, we’ll work 
together.  Trainer read slide in full and then ask the whole group to answer each question 
in turn. Answers are on the next page. Prompt group. 
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Trainer: read through slide  

48

Let’s now consider Mary’s situation. Please turn to page 5 of your work book to see her 
case example. Trainer: read through slide.  

Please separate into two groups. Using the ACT map on page 6 of your workbook, first 
identify the difficult situations experienced by Mary. Then fill in section 2 by identifying 
how she gets hooked by difficult thoughts and feelings associated with her 
appearance. Then the actions she is taking to stay safe but away from her values. 
Please discuss this as a group and I will visit each group to offer advice and guidance. 
Don’t worry about section 4 yet. Trainer: During activity visit groups to provide 
additional guidance and answer questions. Draw on content overleaf.
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Thank you for your attention so far. It’s now time for a break.

49

We have considered ways that Mary and John act to stay safe, now let’s consider other 
ways patients can act to stay safe. Noticing these behaviours among your patients may 
help you identify those with appearance concerns. Trainer read through slide

Trainer: read through slide 
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Welcome back everyone. We will now start session 3 of the training course.

51

We watched this video earlier, but if you don’t mind we will watch it again, to remind 
ourselves of what we are covering in today’s training. There is also quite a lot of 
content in such a short video, so you may notice something that you missed when you 
first watched it. Trainer plays video
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In this session I will show you can use ACT principles to help patients who have 
appearance concerns. First, we will look at helping patients understand what is 
happening to cause difficulties in their life. To guide you with this, we will refer to the 
‘ACT Map’ that I introduced earlier. Then we will look at helping patients by applying 
the two Helpful Skills in ACT: Mindfulness and Valued Action. We will now return to the 
video of a patient and her health professional, and you will then put this into practice 
in group role plays. 

52

Trainer shows video
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Trainer read through slide content. 
After 20 minutes, trainer invites trainees to feedback observations from the practice. 
Possible challenges, and trainer’s responses, may include:
Challenge: Patients saying that staying safe from suffering is more important than any 
costs they are causing. 
Response: It is understandable that if patients are focusing on staying safe and avoiding 
any potential suffering, it can feel difficult to imagine doing things that may present a 
threat. Here, you could ask the patients to think of all the different ways in which a safety 
behaviour (e.g. avoiding going out) is negatively affecting their life. You could ask what it 
is doing to: (a) their relationships; (b) their physical health; and (c) their leisure interests. 

Now we will move on to helping patients act towards their values, by using the two 
helpful skills in ACT. I will explain the two core ACT skills in more detail, and show you 
how you can use them with patients. We will refer to more training videos with the 
patient, and you will practice the skills yourself so you know what it is like to do them 
from the patient’s point of view, and also so you can use them yourself anytime!
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Here is a reminder of where the Helpful skills fit into our ACT Map. In any difficult 
situation, patients can use them at the Moment of Choice to choose an action towards 
their values. These helpful skills help patients ‘un-hook’ from difficult thoughts and 
feelings that could otherwise ‘hook’ patients into making actions that are away from 
their values.

Trainer read from slide.
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Trainer reads slide.

Now we will do a quick exercise to explore the first part of mindfulness: paying 
attention on purpose.
In pairs, take turns to each tell your partner two things you do without paying any real 
attention to what you’re doing, or ‘auto-pilot’. Common examples are driving to work 
or household chores like washing up. Then tell your partner two things you do with 
more attention of what you are doing. For example, playing an instrument or drawing 
a picture. Then discuss what feels different about these different modes of attention, 
and any positive or negative consequences either may have. 
Trainer: If trainees struggle to think of answers, provide more examples. Activities done 
in ‘Auto-pilot’ could include cooking dinner, making a drink, and eating lunch quickly. 
Activities done with more awareness might include performing a medical procedure, and 
playing sport.
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Trainer reads slide.

Trainer reads slide.

Trainer reads slide.
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Trainer reads slide. At the end of the slide:
The torch shows a wide beam of light. This is like our attention when we are more 
open and aware of what is going on, both inside our minds and bodies, and around us. 
It allows us to see more than when the beam of light is narrow. Which torch setting 
would you rather have if you were walking around in the dark?!

Trainer reads slide.
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Trainer reads slide.

We will now return to the video of the health professional and patient, where the 
health professional introduces a simple mindfulness technique. 
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We will now practice the mindful breathing ourselves. This will help you understand 
what it like from the patient’ point of view, and you can also use this technique for 
yourself anytime! 
To start with, please put aside any pens, paper, laptops or phones...[5 seconds gap] 
….Sit up with your back straight, your legs not crossed, and your feet on the floor…[10 
seconds gap] …Place your hands on your legs…[5 seconds gap] …When you feel ready, 
you can start opening up your hands fully on the in-breath, and closing them on the 
out-breath. Like they are your lungs, or flowers opening and closing. The movement of 
your hands opening and closing should follow the natural rhythm of your breath, 
rather than your breath following the movement of your hands. Because we’re not 
trying to change what is happening, we are just paying attention to our real 
experience in a curious, kind way. Closing your eyes if that feels OK… And continuing to 
open and close your hands in rhythm with your breath…. [30 seconds gap] …As you do 
this, notice the sensations in your hands. There may be light sensations, or more 
intense sensations… [5 seconds gap} …Some sensations may feel pleasant, some may 
feel unpleasant. You may notice a desire to get rid of any unpleasant sensations. This is 
totally normal. Just see if you can be open, curious about those sensations. Like you are 
a looking at it with a wide, soft beam of light from your torch of attention… [30 
seconds gap] …Whenever your mind wonders to thinking about other things, worrying 
about the future, or re-living things from the past, remember this is totally normal, and 
just returning gently to the sensations in your hands… [30 seconds gap] …Now 
widening your attention to sensations across your whole body, as if your whole body 
was breathing in, and breathing out… [20 seconds gap] …Now widening your attention 
further to include any sounds you hear, as if you were a microphone just receiving 
sounds without rejecting anything… [10 seconds gap]… Now, if your eyes are closed, 
slowly opening the eyes and returning your attention to everything around you.
This script is given in page 9 of your workbook, so you can use it with patients. 

59
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Now we will return to the video to hear what the patient thought of the mindful 
breathing practice. Her feedback may or may not resemble your experience of doing it 
just now.

60

Trainer reads from slide. Spend up to 5 minutes discussing trainee’s experiences. 
Emphasise that this type of exercise is very new for many people, and it can take some 
practice to get used to it. For many people, the first stage in developing the mindfulness 
‘muscle’ is becoming aware of how much the mind wanders, even when we are trying to 
focus on the breath. And this is ok; in fact, the ‘muscle’ grows each time you notice the 
mind wandering, and gently  return your attention back to the breath.



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

Trainer read slide.

61

Thank you all for your efforts. We will now have the final break, before returning for 
the fourth and final session, in which we will look at more ways of applying Helpful 
Skills.
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Welcome back

Trainer read slide.

63

Trainer read slide.
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Now we will see an example of a thought de-fusion exercise, returning to the video.  
Instructions for this exercise are given in page 10 of your workbook, so you can also 
use it with patients. 

Trainer read slide.



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

65

Trainer reads out from slide.

Trainer reads out from slide.
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Trainer reads out the title and text in the blue box. 

We will now focus on the second way that patients can use values: in making plans of 
how to act. 
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Now we will see in the video how you could help patients set a simple goal. This simple 
goal will be the first step towards more long-term goals that move them towards their 
values. 

Trainer reads out from slide.



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

68

Trainer reads from slide.

Trainer reads from slide. Then: These exercises are also given in the Patient Handouts at 
the end of your Workbook, so you can give each worksheet to patients. The thought 
de-fusion exercise is adapted to give instructions to the patient. 
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Trainer read from slide.
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I will not cover this in detail now, but you have in your workbook (pages 19-29) 
guidance sheets that you can give to patients, to help them deal with negative 
reactions from other people. There are practical things patients can do to prepare 
themselves for these encounters, and feel more confident in dealing with them. For 
example, patients can think of assertive responses to rude questions, and then practice 
it in real life.
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Thank you all very much for your participation in today’s training. I hope you have 
found it useful. This is your final task for today. Please can you complete the ACT Now 
quiz.
Trainer hand out post ACT Now quiz screens 78-80 in the manual.

Trainer read from slide.
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As part of the training day entitled “ACT Now: A training programme for health professionals 
using the principles of Acceptance and Commitment Training (ACT) to facilitate patient 
adjustment to the challenges of living with a visible difference”, you are invited to complete 
a survey at the beginning of the day, end of the day, and three months later. This survey asks 
questions about your knowledge, confidence and attitudes related to the training. 

This training project is being conducted by an EU-funded collaboration between universities 
and health providers in the UK, Cyprus, Romania, Estonia, Greece, Norway, the Netherlands, 
Slovenia and Sweden. The training is being delivered in five countries: Cyprus, Romania, 
Estonia, Greece and Slovenia. 

Your responses will be anonymous. Your trainer will collect your responses and enter them 
into an Excel spreadsheet. Project partners based at the University of the West of England, 
Bristol, in the UK, would like to then collect data from all five countries to evaluate the entire 
training programme.

There are no known risks if you decide to share your data with the UK partners, nor are 
there any costs for participating in the study. 

If you choose to participate, do not write your name on the questionnaire. Nothing you say 
on the questionnaires will in any way influence your present or future employment with 
your organization. 

You are free to stop taking the survey at any point, and withdraw any answers you have 
given. You do not need to give a reason for doing so.

Your participation in this survey evaluation study is voluntary. If you choose to participate, 
[give details of where to place the completed survey – depending on location].

If you have any questions or concerns about completing the questionnaire or about being in 
this study, you may contact the local research team: 

Contact details of local research team

INFORMATION SHEET FOR HEALTH PROFESSIONALS
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Before taking the surveys, please check this box (not your name or initials) and give the date 
to confirm you have read the above information, and agree to take the survey.

I have read the project information and agree to take the survey  

Date: ______________________________________

CONSENT FOR HEALTH PROFESSIONALS
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We will ask you to complete the following questions BEFORE / AFTER the course, and 3 
months later.

What is your email address? (this is needed to send you the survey 3 months later)

_______________________________________

Please provide us with a code made up of the following information:

(a) What day of the month were you born? (e.g. 17 March = 17)

(b) What are the first three letters of your mother’s first name? (e.g. Maria = MAR)

What is your age?  ______________      What is your gender? _______________

What is your profession?

_________________________________________________________________

Are you a healthcare professional or a student? (please circle the answer)

If you are a healthcare professional, how many years’ experience do you have? ___________

ACT NOW QUIZ (PRE-KAP)

Example code

1 7 M A R

Healthcare 

professional

Student

Your code
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ACT NOW QUIZ (PRE-KAP)

Please complete the following questions on a scale of 1 to 10 (1 = not at all confident and 
10 = very confident) BEFORE and AFTER the course:

1. I understand how being unhappy with your appearance can have a negative impact on 
your quality of life.

1 2                   3 4 5 6 7 8 9 10

2. I can give examples of the common challenges of living with a visible difference.

1 2                  3 4 5 6 7 8 9 10

3. I can identify signs that my patients have concerns about their appearance.

1 2                  3 4 5 6 7 8 9 10

4 . I feel able to start a conversation about appearance with my patients.

1 2                  3 4 5 6 7 8 9 10

5. I can describe to others how to be a good listener when communicating with patients.

1 2                 3 4 5 6 7 8 9 10

6. If my patients talk about having appearance concerns, I know what to say to them.

1 2                 3 4 5 6 7 8 9 10

7. I can explain why appearance is not a good predictor of psycho-social adjustment

1 2                 3 4 5 6 7 8 9 10

8. If my patients talk about having appearance concerns, I can teach them practical  
techniques to help them manage their struggles.

1 2                 3 4 5 6 7 8 9 10
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ACT NOW QUIZ (PRE-KAP)

9. I can explain how the type of attention patients pay to things and people around 
them affects their quality of life.

1 2                  3 4 5 6 7 8 9 10

10. I can help my patients set goals to help them achieve what is important to them.

1 2                 3 4 5 6 7 8 9 10

Please answer the next questions on a scale of 1 to 7 (where 1 = Definitely not true and 7 = 
Definitely true)

11. I believe that patients’ thoughts and feelings about their appearance must improve before 
they can take important steps in their lives.

1 2 3 4 5 6 7

12. I believe that patients will have better control over their lives if they can change their 
negative thoughts about their appearance.

1 2 3 4 5 6 7

13. I believe that to control their life, patients need to change their appearance.
1 2 3 4 5 6 7

14. I believe that if patients know what is important to them in life, they can still achieve goals 
without having to change their thoughts about their appearance.

1 2 3 4 5 6 7

15. I believe it is more helpful for patients to try to change their thoughts and feelings about 
their appearance than to just notice the thoughts and feelings, and accept their presence. 

1 2 3 4 5 6 7

16. I believe that what patients think about their appearance is more important than how 
much they get caught up in their thoughts.

1 2 3 4 5 6 7
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We will ask you to complete the following questions BEFORE / AFTER the course, and 3 
months later.

What is your email address? (PLEASE GIVE THIS AGAIN - it will help link your 3 surveys)

________________________________

Please provide us with the code you provided earlier, made up of the following information:

(a) What day of the month were you born? (e.g. 17 March = 17)

(b) What are the first three letters of your mother’s first name? (e.g. Maria = MAR)

ACT NOW QUIZ (POST-KAP)

Example code

1 7 M A R

Your code
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ACT NOW QUIZ (POST-KAP)

Please complete the following questions on a scale of 1 to 10 (1 = not at all confident and 
10 = very confident) BEFORE and AFTER the course:

1. I understand how being unhappy with your appearance can have a negative impact on 
your quality of life.

1 2              3 4 5 6 7 8 9 10

2. I can give examples of the common challenges of living with a visible difference.

1 2              3 4 5 6 7 8 9 10

3. I can identify signs that my patients have concerns about their appearance.

1 2              3 4 5 6 7 8 9 10

4 . I feel able to start a conversation about appearance with my patients.

1 2              3 4 5 6 7 8 9 10

5. I can describe to others how to be a good listener when communicating with patients.

1 2              3 4 5 6 7 8 9 10

6. If my patients talk about having appearance concerns, I know what to say to them.

1 2              3 4 5 6 7 8 9 10

7. I can explain why appearance is not a good predictor of psycho-social adjustment

1 2              3 4 5 6 7 8 9 10

8. If my patients talk about having appearance concerns, I can teach them practical 
techniques to help them manage their struggles.

1 2              3 4 5 6 7 8 9 10
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ACT NOW QUIZ (POST-KAP)

9. I can explain how the type of attention patients pay to things and people around 
them affects their quality of life.

1 2                  3 4 5 6 7 8 9 10

10. I can help my patients set goals to help them achieve what is important to them.

1 2                 3 4 5 6 7 8 9 10

Please answer the next questions on a scale of 1 to 7 (where 1 = Definitely not true and 7 = 
Definitely true)

11. I believe that patients’ thoughts and feelings about their appearance must improve before 
they can take important steps in their lives.

1 2 3 4 5 6 7

12. I believe that patients will have better control over their lives if they can change their 
negative thoughts about their appearance.

1 2 3 4 5 6 7

13. I believe that to control their life, patients need to change their appearance.
1 2 3 4 5 6 7

14. I believe that if patients know what is important to them in life, they can still achieve goals 
without having to change their thoughts about their appearance.

1 2 3 4 5 6 7

15. I believe it is more helpful for patients to try to change their thoughts and feelings about 
their appearance than to just notice the thoughts and feelings, and accept their presence.

1 2 3 4 5 6 7

16. I believe that what patients think about their appearance is more important than how 
much they get caught up in their thoughts.

1 2 3 4 5 6 7
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TRAINEES’ WORKBOOK

LEARNING OBJECTIVES

By the end of this training you should be able to:

1. Describe the common psychological and social difficulties patients 
can experience when they have an appearance-affecting condition.

2. Use communication skills and the ACT map to guide you when 
discussing appearance concerns with patients.

3. Recognise common myths about appearance.

4. Help your patient to identify their values (what is important to 
them).

5. Teach your patient mindful breathing and thought ‘de-fusion’ 
exercises to manage difficult thoughts and feelings about their 
appearance and focus on what is important to them.

6. Work with your patient to set a simple goal to help them achieve 
what is important to them.
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Session 1 • Introducing to the ACT Now training project.
• Quiz
• Communicating with patients 
• Patients’ psycho-social difficulties relating to 

appearance.
• Introducing the ACT approach.

Break

Session 2 • Addressing myths about appearance concerns.
• Identifying patients who are distressed.
• Having a conversation about appearance with patients.
• Things to consider when supporting patients.

Lunch

Session 3 • Using the ‘ACT Map’ with patients.
• Applying ACT’s Helpful Skills to patients:                     

Mindful Breathing.

Break

Session 4 • Applying ACT’s Helpful Skills to patients:                     
Thought de-fusion.

• Applying ACT’s Helpful Skills to patients:                     
Valued action.

• Resources to help you and your patients

Feedback Quiz and next steps

1

THE DAY’S SCHEDULE
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VALUES: KNOWING WHAT IS IMPORTANT TO YOU

To clarify what is important to you, it can help to first choose an area of life to work on. 
Within each life area, a list of suggested values are given. You can also add your own.

Circle up to 3 values (or add your own) in each life area that reflect:

1. How you would like to act in your life (e.g. “I would like to act with Courage”).
2. What gives your life purpose.

2

Life area: Relationships

(for example: with partner, children, 

parents, friends and relatives)

Life area: Work / Education

(for example: paid work, studying, domestic 

duties, volunteering) 

Suggested Relationship Values: Suggested Work / Education Values:

Fun and humour

Genuineness

Gratitude

Creativity

Love

Wisdom

Intimacy

Respect

Responsibility

Loyalty

Courage

Compassion

Learning

Wisdom

Courage

Persistence

Creativity

Ambition

Helpfulness

Loyalty

Self-discipline

Skilfulness

Adventure

Open-mindedness

Your own ideas for Relationship Values:

________________       _______________

Your own ideas for Work / Education Values:

_________________      _______________

Life area: Leisure

(for example: rest and relaxation, hobbies, 

sport, entertainment)

Life area: Health

(physical, psychological, emotional, 

or spiritual health and wellbeing)

Suggested Leisure Values: Suggested Health Values:

Fun and humour

Adventure

Courage

Skilfulness

Learning

Creativity

Spirituality

Persistence

Helpfulness

Wisdom

Open-mindedness

Ambition

Wisdom

Self-care

Courage

Humour

Gratitude

Persistence

Spirituality

Self-discipline

Learning

Open-mindedness

Ambition

Compassion

Your own ideas for Leisure Values:

________________       _______________

Your own ideas for Health Values

_______________       __________________
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HOW TO TALK ABOUT APPEARANCE WITH YOUR PATIENT

Raising the subject

Try asking one of these questions:

❖ “How are you feeling about (the changes in) your appearance?”

❖ “Sometimes having [patient’s condition] can make people feel self-conscious and worried 
about their looks. What has your experience been?”

❖ “There is no sign of infection and everything is healing well. How do you feel about it? 
Have you had any questions from other people?”

❖ “Are there any activities you have been avoiding because of your feelings about how you 
look?”

❖ “Some patients say that other people give them a difficult time because of their looks, 
like being teased or called names. What has your experience been?”

Having a conversation:

3
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The following are suggestions, you can also use an example based on your experience with 
your patients, or use these ideas to make up your own story: 

• Example 1: You are a male patient with psoriasis (a scaly skin condition) on your stomach 
and back.  The condition is not obvious when you are wearing clothes.

• Example 2: You are a young person born with a cleft lip and palate waiting for orthodontic 
surgery (to correct the position of the teeth). 

• Example 3: You are a female patient who has had a mastectomy (breast removal) after a 
diagnosis of cancer.

• Example 4: You are a young male patient who has alopecia (hair loss).

• Example 5: You are a female patient who has had facial surgery for cancer of the jaw. This 
has left a large scar and an unusual shaped jaw and mouth. Your smile is now crooked. 

4

PATIENT EXAMPLES - STARTING A CONVERSATION WITH A PATIENT
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CASE STUDIES

John
• 25 years-old
• Born with a cleft lip and palate that has been repaired.
• Attending a dental appointment. 
• Works as an administrative assistant in a small printing office, which he finds very boring, 

but he feels safe because he knows and trusts his colleagues. He would love to study 
graphic design at university but has not yet applied, as he is worried about being around 
so many new people, and being rejected by his peers. He gets very caught up with these 
worries, and thinks they reflect the absolute truth of what would happen if he went to 
university. 

• Would like to have a girlfriend but gets very anxious interacting with women, and when 
he does meet someone he likes romantically, he does not have the confidence to ask 
them out on a date. He hates feeling anxious around women, so tries to avoid situations 
where he will meet women. And when he is in such situations, he often leaves early to 
get rid of anxiety. He thinks that no women will be interested in dating him.

Mary
• 50 years-old. 
• Six months ago underwent cardiac surgery for life-threatening condition. This was 

traumatic for Mary, as it involved spending time in the intensive care unit. The surgery 
caused visible scarring along sternum. 

• Attending a routine check-up.
• Loved swimming with granddaughter. A few months after surgery, when she went with 

her granddaughter, she thought that people were staring at her scarring at the pool. She 
felt embarrassed, and now spends a lot of time and energy worrying that people think 
she looks “damaged” and “unfeminine”. She has always taken great care over her 
appearance, and now often compares herself unfavourably to other women of a similar 
age she passes on the street. Since that one experience she has not been swimming with 
her granddaughter again, because she hated feeling embarrassed. She tells her 
granddaughter she cannot go because of her heart.

• Mary has also started to cover her scar with clothes (even when it’s very hot) out of her 
strongly held belief that people may notice it and negatively judge her appearance, which 
she couldn’t bear. 

• Mary attends hospital with her daughter, but asks her daughter to stay in the waiting 
room when she is called for her appointment. When the cardiologist / cardiac nurse asks 
to look at the scar, Mary asks why and is very reluctant to show it. Mary also moves her 
chair away from a mirror.

5
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ACT MAP – FOR JOHN & MARY’S EXAMPLES

3. Actions to stay safe but away from values.
………………………………..............
………………………………..............
…………………………………...........
…………………………………...........
…………………………………………...

2. Getting hooked by difficult 
thoughts & feelings.

…………………………………
…………………………………
…………………………………
…………………………………
…………………………………

MOMENT OF CHOICE

1. Difficult Situations

……………………………………….
……………………………………….
……………………………………….
……………………………………….

5 Actions towards values.
……………………………….......
……………………………….......
…………………………………....
…………………………………....
…………………………………….
…………………………………….

4 Helpful skills
Mindfulness & 
valued action

6
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The following are suggestions, you can also use an example based on your experience with 
your patients, or use these ideas to make up your own story: 

• Example 1: You are a male patient with psoriasis (a scaly skin condition) on your stomach 
and back.  The condition is not obvious to others when you are wearing clothes. Difficult 
situation: letting other people see your skin. Getting hooked: you feel dirty, embarrassed, 
you get caught up in thinking your skin feels and looks disgusting and other people will 
think your condition is contagious (catching). Actions to stay safe: You will not remove 
your top in front of anyone, including your partner. Values: Intimacy, love, courage, fun 
and humour.

• Example 2: You are a young person born with a cleft lip and palate waiting for orthodontic 
surgery (to correct the position of the teeth). Difficult situation: seeing your reflection in 
the mirror, making new friends. Getting hooked: you are convinced that your mouth is 
ugly and your speech unclear, you constantly compare your appearance to others your 
age, you think no-one will want you as friend and definitely not as a boy/girlfriend. 
Whenever you feel anxious around the opposite sex, you leave the situation. Actions to 
stay safe: avoiding social situations like parties and shopping trips, refusing to join school 
clubs, you don’t put your hand up in class (if you do people might notice you), you cover 
your mouth when talking and eating, you never have your photo taken. Values: Learning, 
creativity, ambition, loyalty, humour.

• Example 3: You are a female patient who has had a mastectomy (breast removal) after a 
diagnosis of cancer, you now have a prosthetic breast. Difficult situation: shopping for 
clothes as this requires both looking in the mirror and handling your prosthetic. Getting 
hooked: You get caught up in thoughts that you are no longer feminine or sexually 
attractive. You are desperate to avoid feeling unlovable or damaged, which are strong 
fears. Actions to stay safe: wearing oversized old clothes that conceal your shape.  
Avoiding social events with family and friends that might lead to revealing your 
mastectomy e.g.: a beach holiday with the family. Values: self-care, spirituality, creativity, 
adventure.

• Example 4: You are a young single male patient who has alopecia (hair loss). Difficult 
situation: revealing your condition to others. Getting hooked: You get caught up in 
thoughts that you appear old and unattractive, thinking that your body is damaged. This 
makes you feel embarrassed and self-conscious, and you are desperate to get rid of these 
feelings. Actions to stay safe: you wear a hat all the time even when it is hot, you avoid 
romantic relationships. Values: love, self-care, humour, ambition

• Example 5: You are a female patient who has had facial surgery for cancer of the jaw. This 
has left a large scar and an unusual shaped jaw and mouth. Your smile is now crooked. 
You have a large family. Difficult situation:  Eating out with friends and family because 
you sometimes dribble when eating and struggle with chewing.  Getting hooked: You 
strongly believe your thoughts that you will upset other people and put them off their 
food, you think your face is ugly and will cause people to stare. You are desperate to avoid 
embarrassment from other people staring  Actions to stay safe: avoid social activities 
with friends and family, conceal your lower face with clothing and by holding your  head 
down and to one side. Values: responsibility, compassion, loyalty, courage.

7

PATIENT EXAMPLES – USING THE ACT MAP WITH PATIENTS
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ACT MAP – FOR USE WITH PATIENTS

Actions to stay safe but away from values.
When you are caught up in the thoughts and 
feelings you described, what do you find 
yourself doing differently compared to the 
times when you are not caught up with them? 

………………………………..............
………………………………..............
…………………………………...........
…………………………………...........
…………………………………………...

Getting ‘hooked’ by difficult 
thoughts and feelings
1. What difficult thoughts and 

feelings do you notice? 
(about appearance, or how 
other people perceive you).

2. How much do you believe 
these thoughts?

3. How much do you want to 
avoid or get rid of these 
thoughts and feelings?

…………………………………
…………………………………
…………………………………
…………………………………
…………………………………

MOMENT OF CHOICE

Difficult situation
1. What is happening in your life right now 

that is difficult?
2. What situations do you find difficult 

that relate to your appearance?

………………………………………….
……………………………………….…
………………………………………….
………………………………………….

4 Helpful skills
Mindfulness & 
valued action

8

Costs of these actions
Are there any costs of these actions 
to you or anyone you care about?

……………………………………
……………………………………
……………………………………
……………………………………

Actions towards values.
1. What activities would you like to 

be doing more, if you could?
2. What is important to you in life, 

that you have not been 
connecting to recently?

……………………………………
……………………………………
……………………………………
……………………………………
……………………………………
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MINDFULNESS BREATHING EXERCISE

To start with, please put aside any pens, paper, laptops or phones...[5 seconds gap] ….

Sit up with your back straight, your legs not crossed, and your feet on the floor…[10 seconds 
gap]  …

Place your hands on your legs…[5 seconds gap] …

When you feel ready, you can start opening up your hands fully on the in-breath, and closing 
them on the out-breath. Like they are your lungs, or flowers opening and closing. The 
movement of your hands opening and closing should follow the natural rhythm of your 
breath, rather than your breath following the movement of your hands. Because we’re not 
trying to change what is happening, we are just paying attention to our real experience in a 
curious, kind way. Closing your eyes if that feels OK… And continuing to open and close your 
hands in rhythm with your breath …. [30 seconds gap] …

As you do this, notice the sensations in your hands. There may be light sensations, or more 
intense sensations… [5 seconds gap] …

Some sensations may feel pleasant, some may feel unpleasant. You may notice a desire to 
get rid of any unpleasant sensations. This is totally normal. Just see if you can be open, 
curious about those sensations. Like you are a looking at it with a wide, soft beam of light 
from your torch of attention… [30 seconds gap] …

Whenever your mind wonders to thinking about other things, worrying about the future, or 
re-living things from the past, remember this is totally normal, and just returning gently to 
the sensations in your hands… [30 seconds gap] …

Now widening your attention to sensations across your whole body, as if your whole body 
was breathing in, and breathing out… [20 seconds gap] …

Now widening your attention further to include any sounds you hear, as if you were a 
microphone just receiving sounds without rejecting anything… [10 seconds gap]… 

Now, if your eyes are closed, slowly opening the eyes and returning your attention to 
everything around you.

9



Reference number: 2018-1-EL01-KA202-047907
This publication [communication] reflects the 
views only of the authors, and the Commission 
cannot be held responsible for any use, which may 
be made of the information contained therein. 

THOUGHT DE-FUSION EXERCISE

1. Ask patient if they would be interested in trying a technique which can give their difficult 

thoughts about appearance less influence over their actions. This is a technique they can use in 

any situation. And explain they can stop at any point if they do not want to continue for any 

reason.

2. [If patient agrees to try technique, give patient a paper and pen]. Ask patient to draw a 

horizontal line in the middle of the page. Then ask them to try to bring to mind a thought they 

have about their appearance that they have been noticing recently. It may be best not to 

choose a thought that is highly distressing, and instead choose a thought that is about 5 out of 

10 for how distressing it is. Ask the patient to write down the thought on the line. 

3. Now, ask the patient to hold the paper close up to their face, and read the thought as if it was 

a fact. [wait 5 seconds]. Ask patient how it makes them feel, in their mind and in their body?

4. [Acknowledge the patient’s feelings] Continuing to the hold the paper where it is, ask the 

patient to imagine that the people and activities they care about are directly in front of them, 

about a metre ahead. Ask if they can see those things, with the thought so close to their face.

5. Explain how being so close to their distressing thought is also getting in the way of the things 

they care about.

6. Explain to patient that one very understandable way to try and deal with the distressing 

thoughts is to try to push them away. To show what this is like, ask them to push the paper out 

in front of them, with their arms stretched out straight. [wait 5-10 seconds]. Ask the patient 

how their arms feel, and whether they can see the things they care about directly in front of 

them (a metre ahead)?

7. Now ask the patient to rest their arms and place the paper on their lap (or table). For the next 

step of the exercise, ask them to write the words in front of their thought: “I’m noticing the 

thought that”. You can also ask them to draw a speech bubble around the phrase. Ask them to 

take a few seconds to read it, and notice how it makes them feel in their body and mind [wait 

5-10 seconds]. Ask if there is any difference in how it feels now compared to before, and how 

easy is it to see the people and activities that they care about now.

8. Explain that this exercise shows us is that sometimes just by reminding ourselves that these 

are thoughts, and not necessarily facts, it gives us some healthy psychological distance from 

the thoughts. And this also allows us to use less energy in trying to push away the distressing 

thoughts.

9. Explain to patient that in any situation, when they notice a distressing thought, they can just 

say in their mind “I’m having the thought that…” 

For patients with literacy difficulties

• You can ask the patient to say the thought out loud, rather than writing it on the paper. 

• You can still use the paper, and ask them to imagine that their thought is on the paper. This way, 
you can still ask them whether they can see the things they care about in front of them, and to 
hold their arms stretched out. 

10
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SETTING A VALUES-BASED GOAL
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Life area:  __________________________

Value(s):   ____________   _____________

Long-term goal:

(one thing you would really like to do to bring you towards your value(s) in this life area)

__________________________________________________________________________________

__________________________________________________________________

Short-term goal:

(something you can do within a week that gets you closer to your long-term goal)

__________________________________________________________________________________

__________________________________________________________________

How important is the short-term goal to you? 

(if under 7, perhaps choose another goal that is 7 or more – so it is something worth doing!)

How willing are you to meet the short-term goal? 

(if under 7, perhaps choose another goal that is 7 or more – so you feel able to achieve it!)

If any difficult thoughts or feelings come up in the process of meeting your short –term goal, how will 

you manage these? (e.g. mindful breathing; thought de-fusion; bringing values to mind).

__________________________________________________________________________

When exactly will you do the short-term goal?     ______________________________

1 2 3 4 5 6 7 8 9 10

1 2 3 4 5 6 7 8 9 10

Not at all important Moderately important Very important
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SUMMARY OF HOW TO APPLY THE HELPFUL SKILLS WITH PATIENTS
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PATIENT HANDOUTS
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ACT MAP – FOR USE WITH PATIENTS

Actions to stay safe but away from values.
When you are caught up in the thoughts and 
feelings you described, what do you find 
yourself doing differently compared to the 
times when you are not caught up with them? 

………………………………..............
………………………………..............
…………………………………...........
…………………………………...........
…………………………………………...

Getting ‘hooked’ by difficult 
thoughts and feelings
1. What difficult thoughts and 

feelings do you notice? 
(about appearance, or how 
other people perceive you).

2. How much do you believe 
these thoughts?

3. How much do you want to 
avoid or get rid of these 
thoughts and feelings?

…………………………………
…………………………………
…………………………………
…………………………………
…………………………………

MOMENT OF CHOICE

Difficult situation
1. What is happening in your life right now 

that is difficult?
2. What situations do you find difficult 

that relate to your appearance?

………………………………………….
……………………………………….…
………………………………………….
………………………………………….

4 Helpful skills
Mindfulness & 
valued action

14

Costs of these actions
Are there any costs of these actions 
to you or anyone you care about?

……………………………………
……………………………………
……………………………………
……………………………………

Actions towards values.
1. What activities would you like to 

be doing more, if you could?
2. What is important to you in life, 

that you have not been 
connecting to recently?

……………………………………
……………………………………
……………………………………
……………………………………
……………………………………
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MINDFULNESS BREATHING EXERCISE (PATIENT COPY)

To start with, please put aside any pens, paper, laptops or phones...[5 seconds gap] ….

Sit up with your back straight, your legs not crossed, and your feet on the floor…[10 seconds 
gap]  …

Place your hands on your legs…[5 seconds gap] …

When you feel ready, you can start opening up your hands fully on the in-breath, and closing 
them on the out-breath. Like they are your lungs, or flowers opening and closing. The 
movement of your hands opening and closing should follow the natural rhythm of your 
breath, rather than your breath following the movement of your hands. Because we’re not 
trying to change what is happening, we are just paying attention to our real experience in a 
curious, kind way. Closing your eyes if that feels OK… And continuing to open and close your 
hands in rhythm with your breath …. [30 seconds gap] …

As you do this, notice the sensations in your hands. There may be light sensations, or more 
intense sensations… [5 seconds gap] …

Some sensations may feel pleasant, some may feel unpleasant. You may notice a desire to 
get rid of any unpleasant sensations. This is totally normal. Just see if you can be open, 
curious about those sensations. Like you are a looking at it with a wide, soft beam of light 
from your torch of attention… [30 seconds gap] …

Whenever your mind wonders to thinking about other things, worrying about the future, or 
re-living things from the past, remember this is totally normal, and just returning gently to 
the sensations in your hands… [30 seconds gap] …

Now widening your attention to sensations across your whole body, as if your whole body 
was breathing in, and breathing out… [20 seconds gap] …

Now widening your attention further to include any sounds you hear, as if you were a 
microphone just receiving sounds without rejecting anything… [10 seconds gap]… 

Now, if your eyes are closed, slowly opening the eyes and returning your attention to 
everything around you.

15
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THOUGHT DE-FUSION EXERCISE (PATIENT COPY)

1. Are you interested in trying a technique which can  give your difficult thoughts about 

appearance less influence over your actions? This is a technique you can use in any 

situation. You can stop at any point if you do not want to continue for any reason.

2. If you would like to try the technique, start by getting  piece of paper and a pen. First, 

draw a horizontal line in the middle of the page. Then try to bring to mind a thought 

you have about your appearance that you have been noticing recently. It may be best 

not to choose a thought that is highly distressing, and instead choose a thought that is 

about 5 out of 10 for how distressing it is. Then write down the thought on the line. 

3. Now, hold the paper close up to your face, and read the thought as if it was a fact. 

[wait 5 seconds]. How does it makes you feel, in your mind and in your body?

4. Continuing to the hold the paper where it is, imagine that the people and activities you 

care about are directly in front of you, about a metre ahead. Can you see those things, 

with the thought so close to your face.

5. Not being able to see these things shows how being so close to your distressing 

thought is also getting in the way of the things you care about.

6. One very understandable way to try and deal with the distressing thoughts is to try to 

push them away. To show what this is like, try to push the paper out in front of you, 

with your arms stretched out straight. [wait 5-10 seconds]. How do your arms feel, and 

can you see the things you care about directly in front of you (a metre ahead)?

7. Now rest your arms and place the paper on your lap (or table). For the next step of the 

exercise, write the words in front of your thought: “I’m noticing the thought that”. You 

can also =draw a speech bubble around the phrase. Take a few seconds to read it, and 

notice how it makes you feel in your body and mind [wait 5-10 seconds]. Is there any 

difference in how it feels now compared to before, and how easy is it to see the people 

and activities that you care about now?

8. This exercise shows us is that sometimes just by reminding ourselves that these are 

thoughts, and not necessarily facts, it gives us some healthy psychological distance 

from the thoughts. And this also allows us to use less energy in trying to push away the 

distressing thoughts.

9. In any situation, when you notice a distressing thought, you can just say in your mind 

“I’m having the thought that…” 
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VALUES: KNOWING WHAT IS IMPORTANT TO YOU (PATIENT COPY)

To clarify what is important to you, it can help to first choose an area of life to work on. 
Within each life area, a list of suggested values are given. You can also add your own.

Circle up to 3 values (or add your own) in each life area that reflect:

1. How you would like to act in your life (e.g. “I would like to act with Courage”).
2. What gives your life purpose.

17

Life area: Relationships

(for example: with partner, children, 

parents, friends and relatives)

Life area: Work / Education

(for example: paid work, studying, domestic 

duties, volunteering) 

Suggested Relationship Values: Suggested Work / Education Values:

Fun and humour

Genuineness

Gratitude

Creativity

Love

Wisdom

Intimacy

Respect

Responsibility

Loyalty

Courage

Compassion

Learning

Wisdom

Courage

Persistence

Creativity

Ambition

Helpfulness

Loyalty

Self-discipline

Skilfulness

Adventure

Open-mindedness

Your own ideas for Relationship Values:

________________       _______________

Your own ideas for Work / Education Values:

_________________      _______________

Life area: Leisure

(for example: rest and relaxation, hobbies, 

sport, entertainment)

Life area: Health

(physical, psychological, emotional, 

or spiritual health and wellbeing)

Suggested Leisure Values: Suggested Health Values:

Fun and humour

Adventure

Courage

Skilfulness

Learning

Creativity

Spirituality

Persistence

Helpfulness

Wisdom

Open-mindedness

Ambition

Wisdom

Self-care

Courage

Humour

Gratitude

Persistence

Spirituality

Self-discipline

Learning

Open-mindedness

Ambition

Compassion

Your own ideas for Leisure Values:

________________       _______________

Your own ideas for Health Values

_______________       __________________
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SETTING A VALUES-BASED GOAL (PATIENT COPY)
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Life area:  __________________________

Value(s):   ____________   _____________

Long-term goal:

(one thing you would really like to do to bring you towards your value(s) in this life area)

__________________________________________________________________________________

__________________________________________________________________

Short-term goal:

(something you can do within a week that gets you closer to your long-term goal)

__________________________________________________________________________________

__________________________________________________________________

How important is the short-term goal to you? 

(if under 7, perhaps choose another goal that is 7 or more – so it is something worth doing!)

How willing are you to meet the short-term goal? 

(if under 7, perhaps choose another goal that is 7 or more – so you feel able to achieve it!)

If any difficult thoughts or feelings come up in the process of meeting your short –term goal, how will 

you manage these? (e.g. mindful breathing; thought de-fusion; bringing values to mind).

__________________________________________________________________________

When exactly will you do the short-term goal?     ______________________________

1 2 3 4 5 6 7 8 9 10

1 2 3 4 5 6 7 8 9 10

Not at all important Moderately important Very important
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MANAGING OTHERS – PATIENT HANDOUT

Understanding the behaviour of others 

Sensing that we stand out - that others notice us or pay us special attention - can be 
uncomfortable. Attention doesn’t have to be negative to affect us in a negative way, it simply 
needs to be uninvited or outside our control.  People may stare, whisper about you, ask you 
questions. When they meet you for the first time, they may feel embarrassed, awkward, or 
feel sorry for you.  The first step in learning to take control of these situations is to 
understand why individuals behave as they do when they see an unusual appearance. 

The human brain has evolved to notice anything unusual or outside our normal experience.  
Most of us will notice - stare or do a “double take” - when we see someone who looks 
unusual. Even people with a difference that is purely cosmetic, like a tattoo or piercing, will 
attract interest or staring. 

People are curious, they want to look at and know more about conditions they don't 
understand. Curiosity is often followed by wanting to ask more. “I hope you don’t mind me 
asking – but what happened to you?” Comments are often infuriating even if kindly meant: 
“I think you are so brave dear, coming out when you look like that” This is meant to be 
reassuring, but can feel patronising and unhelpful. 

Seeing a visible difference can also make people feel concerned for you: ‘that looks 
uncomfortable, does it hurt? Others may feel anxious or embarrassed or even avoid you 
because they're not sure how to behave or what to say.  These responses can make you feel 
self-conscious, anxious, defensive, angry or upset. Going out and socialising becomes 
difficult.

How we respond to this unwanted attention and how we behave in social situations is vital. 
Very often it's not what you look like but the way you behave that affects a social 
encounter, because the way we behave affects the behaviour of others.

• By behaving shy you attract more attention and others are more likely to stare.

• If you are anxious this can make others uncomfortable around you, they can become 
concerned and focus on you more.

• Behaving aggressively can make others feel awkward and nervous around you

• By not responding to questions others can think you’re rude 

• If you avoid people and social situations other people will avoid you or give up asking you 
to socialise

• Behaving defensively (irritated) makes it difficult for people to engage with you and they’ll 
become distracted and move on to someone else.

Body language and verbal skills can increase your confidence and the success 
of your social interactions
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MANAGING OTHERS – PATIENT HANDOUT

Body Language skills

Body language tells us a lot about each other. Think of a situation where you were talking to 
someone and you could tell how they were feeling just by looking at them. We can use our 
body language to help ourselves and others feel more positive during social interactions.

Faces 

When we talk to people we spend a lot of time looking at the area around the eyes, nose 
and mouth. This is why having a facial difference can be distracting to the person listening 
and why it's important for people with facial differences to learn skills to deal with these 
problems. 

Smiling is a great first step in communicating with others. It shows that we’re confident, 
friendly and approachable. Smiling can also be used to reassure others if they are 
uncomfortable with your appearance change. It can also make us feel better. 

If your conditions affects your facial expressions:

Try explaining to people why you can't use facial expressions. Most people will understand 
your situation and be grateful to you for explaining it. Even a partial smile helps. It's the 
quickest and simplest way of letting someone know that you want to communicate with 
them and that you are friendly. If you can't smile, use energy and enthusiasm in your voice
and gestures when you talk to people. 

Paul has reduced facial expressions so he can’t smile or frown: he worries that people 
will think he is either unfriendly or not very clever. Paul manages by using other ways of 
giving feedback to people. If everyone else is laughing at a joke he will say something
like ‘yeah, that’s funny’ and he will use touch, eye contact and nodding to show that 
he is part of what is happening. He uses this approach even in e-mail by using extra 
symbols and animated drawing to communicate in a positive and amusing way. This 
way he makes sure people feel warm and positive towards him before he meets them 
face to face.

Eye contact 

We say more with our eyes than we ever do with our mouths. Eye contact - looking at 
someone's eyes when we see them or talk to them (or if you can't look them in the eyes, 
looking at the bridge of the nose) - tells other people how you're feeling, whether you're 
listening, or whether you agree with what they are saying. It can also signal whether you like 
them or not!  

But we can't keep up eye contact all the time: we tend to look at people and look away lots 
of times in a conversation. The most important thing to remember is that by keeping eye 
contact most of the time; you're telling the other person that you want to socialise with 
them. Avoiding eye contact, looking at the floor or away from the face can make you seem 
anti-social, not interested or appear nervous. It’s also easy to misinterpret other people’s 
gaze as intrusive – as staring at your appearance change - when in fact people are simply 
trying to engage your attention.

Eye contact also helps to hold the other person's stare so they're less likely to focus on your 
difference. Please remember that people naturally tend to look about and it is quite normal 
that people will look at your difference.
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Posture

Most of us don't think about our posture, but it's an important part of how we 
communicate. Our posture refers to the way we hold our body and gives other people clues 
as to how anxious or confident we are. Standing or sitting with your shoulders back and your 
head up gives a strong message that you’re confident: even if you don't feel it. If you look 
confident, people are more likely to respond to you positively. If you stand with your 
shoulders bent forwards and your head looking down at the floor, people will know that you 
don't feel comfortable. This will make others feel uncomfortable too - and they're less likely 
to engage with you.

Task: Think about how you're sitting and try to straighten your back and keep your shoulders 
down. Make an effort to practice this position at least once a day. When you're walking 
around in the next few weeks try looking up instead of at your feet, with your shoulders 
back. This should help you to look and feel more confident. Ask family and friends to work 
with you to improve your posture.

Gestures

Our gestures - the little movements of our hands and head - aren't always very obvious, but 
they tell us a lot about a person. 

Nodding your head whilst someone is talking to you is just as important as keeping up eye 
contact. It shows that you're interested and that you understand what they are saying. 

Hand gestures. Moving your hands about to make a point shows confidence. Standing with 
your hands in your pockets can make you appear anxious or even bored. It's important to 
use hand gestures because they show energy and enthusiasm for the topic you're talking 
about, this can be particularly useful if your difference makes facial expressions difficult. 

If your hands are not affected, shake hands with people, even if they don’t initiate the 
interaction. Look them in the eye and smile. This will show that you’re confident and 
comfortable with your appearance. If you’re unable to shake hands nod, use eye contact, 
smile, say hello and explain that you have a condition that prevents you from shaking hands.

Making the most of your appearance

A common response to an altered appearance is to think that it’s now not worth bothering 
with other aspects of your appearance. But, people do make assumptions based on 
appearance. Good grooming and good personal hygiene are often considered a sign of being 
organised and efficient and can help us fit into our peer groups.  It can help to have your hair 
cut or styled regularly, dress in a way that is appropriate for your lifestyle and look tidy and 
clean. Women especially find it difficult to put themselves first and look after their own self-
care needs. Task: Take some time to consider ways in which you might be able to focus on 
self-care activities. 

However, sometimes clothes or make-up designed to disguise a feature can have the 
opposite effect. Baseball hats and hoodies may be particularly unhelpful in certain contexts 
as some societies associate them with aggressive behaviour and people can easily look 
threatening, especially if wearing them is associated with poor eye contact. Similarly, 
wearing very large jackets in the summer draws attention to people rather than disguising 
problems, and unskilled use of camouflage creams can make facial changes more obvious. 
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Verbal skills 

Tone of voice 

Have you ever had a conversation with someone where you picked up more about how they 
were feeling from their tone than from what they actually said? Your tone of voice tells 
people a lot about your thoughts and feelings. Probably the most important thing to 
remember is that your voice gives away emotion. If your tone of voice is aggressive or 
depressed, then you're going to put people off. If you sound too nervous, people will feel 
uncomfortable.

Tone of voice can easily make or break a situation. If you're feeling anxious, aggressive, 
depressed, or even bored, your tone of voice can give this away. Many people often don't 
realise they're using a flat voice, but just by thinking about the way you talk, you can make 
sure that you use more variety. If you do use a flat tone it sounds boring and suggests that 
you aren't that interested in them or that you aren't that interesting! It increases the 
chances that others will switch off when listening to you.

Task.  Spend a couple of minutes now saying the following sentence out loud in different 
tones- for example in a happy, sad and angry tone: 'Hi, how's it going? I'm having a great day'
1. Can you tell the difference?
2. Listen to the way that other people around you talk.
3. What do different tones tell you about the way someone is feeling?

Slow down your voice

Another important part of voice control is speed. . If you're feeling anxious or annoyed, it's 
easy to talk more quickly and your voice may also shake. People find it difficult to 
understand if you're speaking quickly. It's important to remember to slow down. This makes 
your speech clearer and gives the other person a chance to take in what you're saying. Even 
if you don't feel very confident, sounding as though you are can make you feel better and 
will result in others reacting more positively towards you.

Speak clearly

Remember to speak clearly. If you speak too quietly, people will find it hard to hear you and 
will lose interest in what you are trying to say.But, avoid shouting! There is nothing more 
irritating than someone who is shouting at you when they are standing right next to you. 
With practice you'll be able to get the right volume, which will help you to speak more 
clearly. 

Active listening

Active listening is about hearing what someone says and showing that you've understood 
them. It's a good skill to encourage conversation and to show that you’re confident. Skills 
that can be used to show active listening include agreeing, commenting and repeating back. 
Let's explain those.

Agreeing

Saying "yes" or "umm" ‘’uh huh’ whilst someone is talking to you shows that you're listening
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MANAGING OTHERS – PATIENT HANDOUT

and that you understand what they're saying. This can make people feel relaxed and helps 
you both enjoy the conversation.

Have you ever tried having a conversation with someone who was completely silent the 
whole time? It can be very difficult! You could try being silent when you're talking to a close 
friend or relative just to see what effect it has. But if you're going to do this it's good to 
explain to them afterwards what you were doing!

Commenting

Making short comments about what the person is saying can also help, such as "cool", 
"really!", "yeah, I know what you mean" or something similar. This shows that you're 
involved in conversation, even if they're doing the talking. Be careful not to comment too 
much. You don't want the other person to think you're trying to take over the conversation!

Repeating

It can sometimes help to repeat things back to the person. This will take some practise! If 
someone asks if you understand, use a quick sentence (for example 'so you're going 
shopping on Saturday to get your Mum a present') to show you that you were listening.
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Starting conversations

Starting conversations can be tough. What do you say? How do you start?
It's even more difficult if you feel anxious in social situations, or worry about your 
appearance. Although it can feel difficult, being able to start a conversation is very 
important. People are going to find it difficult to get to know you if it's always them making 
the effort. If you're unhappy with your social life or you feel you’d like more friends, it's also 
important to make an effort to meet new people when you have the chance. 

Ask people about themselves

The secret to starting conversations is to ask people about themselves. The easiest place to 
start is at work or in a situation where you have things in common with a group of people 
you know well. It can be a good idea to identify something about the other person that can 
be used as a question: Noticing if someone is wearing particular piece of jewellery, or an 
interesting tie. T-shirts often have slogans or flags or something on which people can 
comment. If someone looks brown they may well have been on holiday.

Examples of questions using variety of voices: 

• Who are you visiting? 

• When does the show start? 

• What is the best way to travel downtown? 

• Where do you work? 

• Do you have children? 

• What do you think of the latest film? 

• What magazines do you prefer…? 

Remember confident body language: Stand tall, with your shoulders back and head held 
high. You will appear confident. This will encourage people to want to talk to you; Look 
people in the eye when starting conversations. Smile to show that you're friendly.

Open Questions

Try to stick to open questions. These are ones that allow people to give you more than a yes 
or no response. If you use too many questions that only need a yes or no response, you may 
run out of things to say very quickly! Open questions usually start with 'how...' or 'what do 
you think….‘

Use daily events

If you read magazines or watch TV, then you'll have lots of different things that you can use 
to start a conversation: the latest big football match, the election, price of petrol, or news 
headlines are good places to start.  Try to avoid anything that people may have strong 
opinions about. If you pick these kinds of topics you might find that people have too much 
to say! Light hearted topics, or topics that cause discussion and debate rather than an 
argument are far safer.
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Talking about yourself 

When you’re ready, start talking about yourself,. This shows that you're open and friendly. It 
also makes socialising more personal. Think about the things that you do or enjoy. Try 
making a statement about yourself and asking if the other person feels the same:

Examples of questions using variety of voices: 

• I often find it hard to know which bus to get.

• Do you ever have any problems?; 

• I just love having time to read the papers on the weekend. 

• Have you got plans this weekend?; I’m visiting my family over the holidays? What time 
have you got off?

Be careful not to be too personal though. Especially if you're talking with a stranger - they 
won't thank you for telling them everything in detail about your private life the first time you 
meet!

Be prepared

It takes a lot of brainpower to think of interesting topics to talk about on the spot, so having 
some you thought of earlier can make all the difference, especially if you're not feeling 
confident. Have some questions that you can use in different situations 

Think about your own interests and have pre-planned statements you can make about 
yourself 

Keep up to date with current events or TV programmes as these are a useful ice breakers

Think about social situations before they happen. If you know what the situation is likely to 
involve then you can think what questions or statements you could use.Who’s likely to be 
there, what are their interests likely to be; what do I have in common with those that are 
there; what’s everyone talking about at the moment; what interest or hobbies do I have that 
others might be interested in.

If you don’t like the topic of conversation or it’s about your condition and making you feel 
uncomfortable

Option 1: You can be assertive: Calmly and firmly explain that you don't feel comfortable 
and would like to talk about something else:

"I don't like talking about that, I find it really uncomfortable, but I'd like to talk about..."

Option 2: You can change the subject quickly using a prepared question: 

• " What did you think about....?"

• "How are you going to...? "

• "When did you see...? "

Appear calm and relaxed and don't behave anxiously or angrily.
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How to manage staring

Staring is one of the biggest issues to deal with if your visible difference is obvious. Sitting on 
a bus or the metro with a pair of eyes on you, which keep drifting back to your face is 
annoying. Sometimes people don't mean to stare and will look away quite quickly, but 
sometimes you may have to put up with "persistent starers", people who just keep on 
staring! Young children can be particularly inquisitive, but they don't mean any harm, they're 
simply curious, so try giving a very simple explanation that a child can understand. If you 
ignore them, children tend to get louder and carry on more.

An aggressive response, though sometimes tempting, is not usually helpful. However, when 
adults or teenagers stare, there are a few responses you can use to put them in their place

Option 1. A firm stare back is often very effective.

Option 2. A question. “Have we met before? You seem to be trying to remember who I am.”

Option 3. Point it out. The simplest approach is just to smile and point out what the person 
is doing in an assertive and not an aggressive manner:

• Do you realise that you are staring at me?” is an assertive version of “Who do you think 
you are looking at?”

• ‘please don’t stare at me I really don’t like it’

• ‘I’ve noticed you are looking at my face, I don’t mind, but I’d rather you

• ask if you have a question, I have a skin condition that means I lose the

• elasticity in my skin, it’s not contagious, do you need any more information”

Option 4. It’s their problem. if you want to make a point you can smile and say something 
that shows it’s them who have the problem

• ‘does my appearance bother you, it doesn’t bother me’

Option 5. Use humour. This is a great way of embarrassing the other person without looking 
bad yourself:  you should see what I look like on a bad day

These comments can help you to feel that you're taking control of the situation without 
coming across as too aggressive. But beware: there are situations where people may be 
particularly threatening. If you think the situation is worrying or that people are threatening, 
the best thing to do is walk away!

If you are in a situation where you can’t walk away and don’t want to draw attention to 
yourself try the following:

Option 6. Distraction is another very easy way to focus away from the situation. A 
newspaper or book to read, particularly if it can be held up to interrupt the staring is helpful.

Option 7. Visualisation. Imagine shrinking down the person into a tiny little figure or 
putting them into a different context (in their pyjamas) can allow people to feel more in 
control of the social situation. 
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How to answer questions about your appearance

Questions from other people are likely and are typically related to curiosity and not meant 
to be intrusive or rude.  It’s helpful if you can learn to take control, so you don’t feel trapped 
into giving away more information than you feel comfortable with, or surprised by a 
question in the middle of a conversation about something else. A lot of people dread that 
opening line “I hope you don’t mind me asking, but...”  Here are some different ways to 
respond, all of which will help you keep a sense of control and ensure the encounter is a 
positive one. Decide on a technique that you feel comfortable with and that's right for the 
situation. You can use these responses, or develop your own as you feel more confident. 

Option 1. Use short answers: If you don't want to discuss your appearance with others and 
want to end the conversation then - Together with a firm eye contact and a smile - use a 
short answer with a 'no follow up' statement at the end. This shows the other person that 
the topic is closed.

Q: What happened to your face?  A: ‘I’ve got Scleroderma it affects the elasticity of my skin. 
Don’t worry about it.

Q: “What happened to your face?” A: “That’s a long story. I’ll tell you about it sometime.”

Q: “What happened to your face?” A: “that’s so boring – you don’t want to hear all about 
that.”

Q: What’s wrong with your hands? A: ‘My hands are affected by a burn, it’s not a problem’

Option 2. Change the subject. If you don't want to discuss your difference, but want to carry 
on talking to them, try answering and then changing the subject. Asking about their hobbies, 
holidays or their other friends takes the attention off you.

Q: What happened to your hands? A: I’ve got painful sores on my hands because of a rare 
condition called Scleroderma, tell me about your holidays?’  

Q: What’s wrong with your face? A: My face is like this because of a rare congenital 
condition, are you having a piece of cake?’ 

Q: “What’s that scar?” A: “That’s a long story. I’ll tell you about it sometime. I hear you’ve 
just come back from overseas. How long were you there?”

Option 3. Use Humour: If you feel comfortable using humour, try making a light-hearted 
comment about your appearance: This might not be successful if you don’t usually use 
humour but worth considering if you are comfortable with the idea that you are in control 
and that this is about laughing together and not being laughed at.

Option 4.  Discuss your appearance. It can sometimes help to encourage a discussion about 
your appearance to get the subject out of the way. 

Q: What happened to your hands and face? A: ‘Well I’ve got a rare auto immune condition. 
It’s affecting my skin by making it thicker and harder than normal. It’s changing the way that 
my hands look and work and changing the appearance of my face, my lips appear very thin 
and my face has aged…’
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Option 5. Get in there first If you'd like to avoid unwanted questions about your 
appearance, it can often help to mention it before anyone else gets the chance. Be careful 
though, talking about your appearance may lead to further questioning.

‘ have you been using that new make-up. It looks great. I wish that I could but I’ve got 
scarring. It affects my skin, it’s so dry, so I need to be careful trying new brands…’ 

“You are looking very brown – have you been on holiday? One of the things I’ve noticed with 
Scleroderma is that my skin tans quickly when I’m in the sun.”

This shows everyone around you that you are happy and accept your appearance, and also 
provides them with a small amount of information about your condition without them 
having to ask.

It can be helpful to use this technique in interviews when you may feel the interviewer is 
interested in or concerned about your appearance:

“You will notice I have a condition which affects my face. I have developed my social skills to 
help manage this and I think you will find I am very good at putting other people at ease.”

“I have a facial condition, but this is a longstanding issue and does not mean that I will need 
time off for hospital appointments.”

“You will notice that I have a visible difference. The great advantage of this is that people can 
always remember who they spoke to.”

Task Practice your answers with a friend or family member: The aim is to have them ready 
when you need them.
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How to deal with negative comments about your appearance 

Although it may be understandable for people to question you about your appearance when 
they're in a conversation with you, it's inappropriate for strangers or passers-by to make 
intrusive and rude comments. As you've probably already experienced, strangers aren't very 
good at keeping their opinions or thoughts to themselves! Here are some options that you 
can use.

Option 1: Walk away Ignore them and walk passed them or away. This doesn't show 
weakness in any way. It's firm and assertive and shows that it's the other person who has 
the problem. If you can hold your head high and ignore such comments, then you're 
showing the world that you're strong and you accept your appearance.

Option 2: A firm stare If you want to make a point, then a firm stare can be a good way of 
responding to comments. It's confident and assertive and tells the person that you have 
heard them and you're not happy. Most people are unaware that you can hear them when 
they make comments, and they will usually feel embarrassed that they've been caught out.

Option 3: Be assertive If you’re feeling assertive, and the situation is not too threatening, 
then you could try saying something in a non-aggressive way. Here are some examples:

• "Don't worry; it isn't catching" 

• ‘My face might look odd, but I can still hear all right“ 

These responses are confident and demonstrate that you have a sense of humour. It also 
focuses the attention on the other person. Which response you choose will depend on the 
situation and how confident you feel. If you are going to respond in this way be certain that 
the person is making comments about you!  Only respond if you actually HEARD what the 
person was saying.
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